This article draws on two studies that have used an ethic of care analysis to explore lay, nursing and social work care for people with dementia. It discusses the political as well as the practice application of ethic of care principles and highlights the necessity to understand both what people do and the meanings with which such practices are imbued in order to identify 'good care' and the relationship between this and social justice. Examples of care for people with dementia are discussed by reference to core principles of an ethic of care: attentiveness, responsibility, competence, responsiveness and trust. These illustrate the potential for the development of a shared language within which different disciplines, lay carers and people with dementia can communicate about how needs could best be met in complex and difficult circumstances.
Introduction
The re-emergence of a concern with the value base of social and health care practices and policies can be considered as a reaction to the dominance of managerialism within human service organizations and to case management as the pre-eminent model of practice. [1] [2] [3] Another source of opposition to such practices has been the work on antioppressive practice 4 as a more overtly political response that seeks to make an alliance with the claims coming from service user organizations.
A feminist ethic of care has been used as a framework within which to analyse social policies. [5] [6] [7] [8] Particular attention has been given to the analysis of child and family policy from this perspective. [9] [10] [11] Others have been concerned with issues of ethics and values in social work practice [12] [13] [14] and other health and social care practices. [15] [16] [17] [18] In this journal considerable attention has been given to the everyday ethics of caregiving, especially to marginalized groups such as older people and those residing in nursing homes. 19, 20 'Care' is a contested concept from the perspective of service user movements. However, from within the UK disability movement, Morris 21 and Shakespeare 22 have suggested ways in which the perspective offered by the feminist ethic of care can enable a dialogue with the rights discourse of this movement. Kittay 23 addresses ethical issues within the domains of both lay and paid care, with a particular focus on developing principles of justice capable of accommodating the 'dependency' of severely disabled people and the 'dependency work' of those who care for them. In this article our focus is on the everyday practice of caregiving involving people with dementia and the significance of an ethic of care to understanding how this could contribute to social justice in this context. We understand social justice as being based in a belief that all individuals are of equal worth and are thus entitled to be able to meet their basic human needs, experience equality of opportunity and be protected from unjustifiable inequalities. 24 We use insights from two research projects 25, 26 to demonstrate that an ethic of care has equal relevance to the practices of paid workers in a variety of settings and to the care and support offered by family or other lay caregivers, and also emphasize the perspective of the care receiver as an integral part of ethical practice. The first was an observation and interview study of how community psychiatric nurses and social workers facilitated citizenship for people with dementia. 25 The second used narrative interviews with family carers to understand what caregiving means to them, in particular how notions of both care and justice might be intertwined in their accounts of caregiving. 26 Both these studies were undertaken in England, but the ethic of care analysis has also been applied in the Netherlands, the USA and South Africa, and one of our arguments is that this perspective provides a language in which fundamental issues about the practice of care can be discussed regardless of professional, organizational and cultural contexts.
An ethic of care
Since Gilligan's 27 identification of gender differences in moral reasoning, an ethic of care has been developed and applied in a number of ways. [28] [29] [30] Our approach draws from the way in which political philosophers Tronto 31 and Sevenhuijsen 32 have developed this perspective. Both these authors promote care as a political value as well as one that concerns interdependencies between people in their private lives. Sevenhuijsen in particular has argued that social policies should be based in an ethic of care 33 and has developed an analysis to interrogate social policies from this perspective. 34 The perspective challenges the notion of care as a natural expression of women's capabilities, as well as the idea that it is only some people who need care. Tronto writes:
On the most general level we suggest that caring can be viewed as a species activity that includes everything we do to maintain, continue and repair our 'world' so that we can live in it as well as possible. That world includes our bodies, ourselves and our environment, all of which we seek to interweave in a complex, life-sustaining web (p. 103). 31 Thus care includes both self-care and care for others: it does not oppose dependence and independence but recognizes that we are all givers and receivers of care at different times; it is not linked to gender or 'women's work'; it acknowledges bodily, spiritual and material aspects, the perspectives of caregivers and care receivers, the existence of power and conflict within care, and the moral dimension of care.
Care as a practice recognizes messy moral dilemmas that can be resolved only through moral deliberation or 'muddling through' in particular contexts. A caring orientation is acquired through engaging in caring practices and reflecting and debating the values necessary for care; hence we have to understand what people actually do and the meaning with which such actions are imbued. Caring practices are constructed within relationships through processes of narrative that generate understandings of how the moral principles of care need to be applied within these particular contexts. 26, 35 Tronto outlined four moral principles of care:
• Attentiveness: to recognize and be attentive to others; • Responsibility: to take responsibility for action;
• Competence: caring work should be competently performed;
• Responsiveness: the position of care receivers should be considered from their perspective.
Sevenhuijsen added a fifth principle, 'trust'. She argues that trust is always interwoven with power and responsibility in conditions of vulnerability and that power should be used in a positive and creative manner. We consider the interaction between trust and other principles below.
These moral principles can act as a guide to different forms of practice. They do not prescribe a precise form of practice nor do they define procedural guidelines to be followed. Ethic of care principles draw attention to the need to focus care on the care receiver, the caregiver and the relationship between them. Good care requires a continual negotiation between those providing and those receiving care. Such an approach can accommodate the range of care providers involved, particularly in complex circumstances, because it is based in the social relationships of care and values reciprocity in the process of giving and receiving care.
Developing policies and practices based on ethic of care principles has the potential to enable an effective dialogue between paid and lay carers, and to include the perspective of the care receivers. It provides a language within which those responsible for planning and delivering care services can talk about the help they need with those who receive care and with family members. Stone 36 identified the way in which justice and fairness in caregiving are defined differently by caregivers and formal organizations, but her analysis also revealed the similarities between ideas of what good care consists of, regardless of context. Paid care is compared with care by families in order to define 'good care', and 'caring' is distinguished from 'doing a job'. From an analysis of studies carried out with a wide range of care providers Stone identified the following characteristics of 'caring':
• Listening and talking, rather than carrying out tasks without words; • Emotional attachment rather than detachment; • Capacity to reconcile the moral imperatives of treating all service users equally, while responding to the uniqueness of each person;
• Spending time building up trust, rather than prioritizing sticking to the schedule; • Being able to go beyond the boundaries of a professional or employment relationship; • Working through relationships rather than rules: seeing company and friendship as a priority.
These characteristics can be related to the ethic of care principles elaborated by Tronto: attentiveness, responsibility, competence and responsiveness.
Attentiveness requires listening to understand the circumstances of those seeking help. Appropriate responses to the words of others demonstrate that attention is being given to what is and what is not said. Enabling others to talk and thus helping the helpers to learn about their needs and circumstances is a key task. Attentiveness is a way of recognizing the uniqueness of the situations of each older person and family carer and thus helping to reconcile equal treatment with uniqueness. It is not necessary to love or even like individual people in order to be attentive and to treat them with respect and dignity. An ethic of care recognizes the reality of inequality, individuality and diversity.
Care involves accepting responsibility to act. Assuming responsibility to act on the basis of attentiveness to the particularities of the needs of service users and carers requires the capacity to 'judge with care' in relation to particular social and cultural circumstances. Responsibility is not shown in applying a set of formal rules in a detached manner, but in being prepared to spend time in building trust and understanding. This is also relevant to an application of competence in practice. Older people and carers will not trust paid workers who perform incompetently, and arguing that workers are following a code of practice or simply applying organizational policies will be an inadequate defence in situations where it is not possible to identify some positive effect of intervention.
In defining responsiveness as the fourth moral principle Tronto highlights the significance of acknowledging that one of those involved in a caring relationship is likely to be more vulnerable than another. Tronto identifies the particular 'moral moment' related to this as the responsiveness of the care receiver to care in conditions of vulnerability and inequality. It implies that the nature of the relationship between care providers and care receivers is central to the capacity to provide good care because care is an interactive process. By including the response of the care receiver in this way Tronto emphasizes that the vulnerability of the care receiver is not an excuse for paternalism (or maternalism), and that we should not interpret the care receiver's response as if it were our own.
At an individual level the argument is that practices based in these principles are necessary to ensure that people who need additional help to access their human rights can do so. If such practices are to be feasible they need to be located within policies and service systems that support them.
Care in practice
Here we discuss these principles in the context of examples of caring for people with dementia, drawing from observations and interviews from the two research studies. This material is discussed in more detail in other publications by the authors. 25, 26 These examples demonstrate moral dilemmas faced in everyday caregiving, both lay and paid, and illustrate the importance of a relational approach to the achievement of social justice, rather than one based in individual rights.
Attentiveness
When care receivers find it hard to communicate, understanding their circumstances and wishes can be a difficult process. Knowledge of the persons, their histories and their preferences can help understanding. However, the two studies also demonstrate that an absence of attentiveness to the situations of caregivers can mean that their needs for care go unmet and their capacity to care is compromised.
Daniel's wife Margaret had been admitted to a nursing home after a stroke made it impossible for him to continue looking after her at home. 26 He saw that the staff in the nursing home did not have time to sit and talk with Margaret and that she was often thirsty because staff had not helped her to drink. Thus Daniel advocated Margaret's needs, or met them himself. Daniel also discussed how uncared for he felt. Although his life revolved around ensuring that Margaret was cared for, he identified an absence of attentiveness to his needs because as 'caregiver' he was not recognized as also needing to receive care:
I go home; I don't think anybody knows I'm alive actually ... nobody comes to see me. I'm there, looking after myself, cooking my meals and doing everything that has to be done (p. 91). 26 Emily's husband Edward had developed multi-infarct dementia and she had looked after him for nearly 10 years before she became ill and Edward was admitted to a nursing home, where he died. 26 Her admission to hospital resulted from a lack of attentiveness to her needs and this in turn meant that Edward was unable to die at home, which both he and Emily had wanted.
Ellen was a community psychiatric nurse who also cared for her father who had dementia. 25 She identified the emotional difficulties of caring for a person with dementia as most problematic. She used her own experiences to identify the importance of attentiveness to what might be unspoken pressures in caregiving.
One of the things that I did in the middle of the night with my dad was shout at him, and I was distraught afterwards. I couldn't believe that I did it. You know, I had had no sleep, I was tired, it was pure frustration, and that is exactly what we leave carers to face. Then we leave them to deal with what they have done as well [unpublished narrative].
Attentiveness has an important emotional dimension. Alan had cared for his mother, Catherine, when he was young and she had been a heavy drinker. 26 In midlife he cared for her in his own home when she developed dementia. He used his experience and contacts from working as a nurse, social worker and social work manager to create a team of helpers that he co-ordinated. He understood his mother's need for care as comprising both physical and mental comfort. His experience of Catherine was as a poor parent, but despite this he was attentive not only to her desire not to go into a home but also to her need to reconstruct her earlier life:
She would say it again and again, 'I was a good mother, I worked hard and did my best for all of you.' ... She had a very strong ability to paint herself in a good light. That was one of her survival techniques and I didn't want to take that away from her in any shape or form (p. 68). 26 Normative assumptions sometimes get in the way of the active listening and talking necessary to find an appropriate way through difficulties. A common assumption is that caring for persons with dementia until their death is an unachievable aim owing to the heavy burden it places on the carers. Practitioners are also highly attuned to the potential for abuse within caring relationships and may assume that the 'best' option is a move into residential care. Darkus was an African Caribbean man who lived with his daughter, a single mother with three children. 25 The social worker recommended that he move into a residential care facility due to the presumed 'risk' he presented to the young children. Darkus' daughter felt that neither she nor her father were ready for this, but there was no discussion that might have enabled a more appropriate response.
These examples suggest that practitioners can find it hard to engage in the type of dialogue with both caregivers and care receivers that would establish what would actually help in particular situations. In the absence of such attentiveness, the 'care' that is provided is often not experienced as 'good care' and both carers and people with dementia can feel unjustly treated as a result.
Responsibility
A relational ontology 33 recognizes that individuals can exist only because they are members of networks of care and responsibility, and this has implications for the way in which we think about obligations to others. This reflects the way in which lay carers spoke about their lives and experiences. 26 They accepted responsibility for care in the context of the relationships in which they were involved and tried to find ways of balancing responsibilities for care receivers with responsibilities to themselves. For spouse carers a general responsibility is embedded in the marriage relationship and is usually a taken for granted, if often stressful and upsetting, response to ill health or disability. This was evident in the stories told by both Emily and Daniel. As Alan's story demonstrates, there is more choice for filial carers and the decision to care is related to the nature and quality of previous relationships, although not in an obvious manner.
Alan had promised his mother that she would not go into a nursing home. He organized care for her and took responsibility to provide personal care himself. There were considerable sacrifices associated with this role, including no social life or time to himself. None of his siblings wanted to have anything to do with her care because she had made accusations about the nature of her husband's relationship with his three daughters. Alan's brother thought that he was providing care for his mother as a result of the closeness of their relationship, but, as the following illustrates the care he gave was not dependent on positive feelings towards his mother: He thought our closeness was a mother-son closeness, you know you love your mother, you love your son. I said no, it wasn't about that. Our closeness was that she could have someone in the family who would guide her through things, negotiate her through things ... So it looked like I was the doting son. It looked as if I couldn't do enough for her [pause], but I didn't like her, and there were times when I hated her (p. 66). 26 He reflected on what he had been taught as a nurse and social worker about the 'crap about professional distance' suggesting that it is important to distinguish an emotional engagement with the process of caregiving from loving the recipient of care. This distinction is important in considering the nature and place of 'emotional attachment' when care is provided by practitioners to anyone referred to them.
Practitioners negotiate potentially competing professional and legislative responsibilities. This can be particularly difficult in cases where they have to act in accordance with legal frameworks, such as detention in a nursing home under the doctrine of best interests, or when compulsory detention in a psychiatric hospital is considered. Practitioners could distance themselves from the person when difficult situations arose. John was a social worker who spoke of his work with Colette. 25 He distanced any personal involvement that he had with Colette when he arranged residential care for her, although he described the placement as a 'sadness', as he knew she did not want this. Coping with the distressing impact of the placement and knowing the outcome could not be avoided in this situation, John removed his personal self from the responsibility of causing distress to Colette: I think had this been my first case like this it would affect me more, but for me, you just have to learn to decide which battles you are going to fight, and it is sad to say that Colette is one of a lot of people that I have sent through that process, and I would love to see it improve. I try my best not to lose any sleep over Colette because there are 27 other people [on the case load], you know, so it isn't easy (p. 204).
25

Competence and trust
Good care cannot be determined solely by reference to universal principles, but requires an understanding of care practices in specific situations. Family carer interviews revealed how important the particular knowledge they had of the person they cared for was in ensuring both appropriate care and that they could continue to take part in activities that gave their lives meaning. 26 This is an important part of the principle of 'competence', which emphasizes the impact or outcome of care. Emily fought to obtain sufficient care for Edward, not only to enable him to attend concerts that he loved but also so she could attend the University of the Third Age classes that were important to her. There are ways in which practitioners can also access and use knowledge of the individual to ensure a response that relates to the uniqueness of that individual. The following illustration comes from another study. Here Okely talks of one response to her mother Bridget who contracted new-variant CJD (Creuzfeldt-Jakob disease):
The visiting social worker showed brilliant initiative. At first, Bridget refused to come out of her room to meet him. Finally, she appeared in her dressing gown. She continued to remonstrate. I slipped in somewhere that my mother had once been a social worker. My mother recalled her overall responsibility for the elderly in an entire London Borough in the 1950s. The social worker then asked if, in her past experience, she would have thought it right to check up on someone who had just had a major operation. Bridget got the point, giggled, agreed and made friends (p. 40). 37 A narrative approach can help practitioners to develop understanding of those they work with to enable them to provide the 'customized' responses capable of facilitating equal but not standard care. 28 Practitioners who were able to spend time with the persons with dementia, and who had developed relationships with them and their family over time, had a greater understanding of what care they would accept. Community psychiatric nurses were frequently able to spend more time with these patients than social workers, who were often case managers or called in only at times of crisis. In some cases nurses were involved with people with dementia and their carers for many years. Some practitioners were skilled at establishing relationships quickly. Although persons with dementia may not know practitioners' names or job, they would develop a 'feel' for them and know whether they were to be trusted. When practitioners were able to find out more about persons with dementia and their family, this led to a greater understanding of reactions to difficult situations, as well as how to help carers to continue caring, or whether other means of providing care could be negotiated. 25 Practitioners have to reconcile providing care that is acceptable to a person with dementia and their carers to ensure that all parties feel they are being properly treated. This involves practitioners knowing or finding out about a person's personal and relationship history, so that they can predict what services may be more acceptable. Lay carers have good access to this knowledge. Some of the research results brought together and discussed here disclosed that effective practitioners absorbed this and thought about it in relation to services available, but to do this they needed to gain the trust of both care givers and receivers.
The key to competence is the ability of practitioners and carers to build trust through dialogue. This requires that the person with dementia trusts that the practitioners and carers are working to achieve care that is acceptable to them. Competent care arises from negotiations between carers and care receivers to achieve care that is suitable to all within the context of a shared understanding of what is possible. This can be complicated by restricted communication.
Providing competent care relies on various practitioners, carers and agencies to understand the importance of carrying out care that is agreed with the care receiver. Most of all it is reliant on the practitioners recognizing the significance that both the person with dementia and the carers have a voice, and acting on that when designing the care plan. The research used as the basis of this article revealed that, in some cases, practitioners had worked exhaustively with people with dementia to encourage their acceptance of new services, but other professionals assessed the situation differently and changed the care without negotiation so that it became unacceptable to the person with dementia. Practitioners engaged in lengthy negotiations with colleagues, for example, to persuade general practitioners to provide medication that might enable a person with dementia to sleep at night, and therefore their carers to continue to care for them at home. Practitioners understood that respite care may be unacceptable to the person with dementia, but explained their carers' need for rest and personally introduced the service and the persons with dementia agreed to try this. In these cases the way that care was negotiated was underpinned by the trust that was established between all the people involved.
This contrasted with some examples cited by lay carers. Emily was unable to negotiate either when care was provided or the substance of what care assistants did when they came to look after her husband. She continued to have to undertake tasks, such as changing incontinence pads, that put a strain on her and she had little confidence in the competence of the help provided. Alan's experiences of defensiveness from health workers meant that he was unwilling to talk to them about his mother's history and how this affected the willingness of his siblings to provide care. Some carers were suspicious of professionals and reluctant to tell practitioners the degree of difficulty they were experiencing in case this meant them being seen as not able to cope.
Responsiveness
Responsiveness calls attention to the need to understand how care receivers react to the situation they are in, including the way in which they respond to the care they receive. We should not assume that their response is the same as ours would be.
Lay carers become familiar with the way in which care receivers react and develop a good understanding of what is and what is not acceptable to them. But they may not always be confident about what to do about this. Alan talked about seeking to control his mother's behaviour when she became disinhibited. He described how Catherine squeezed his hand or tapped him to indicate she had understood and that he should not keep going on. Daniel was surprised by Margaret's lack of response when her bed in the nursing home was removed and replaced with a mattress on the floor:
The funny thing was that she didn't say anything about that. I thought that she'd say ... I was surprised that she never complained and said, 'Why haven't I got a bed?' (p. 90) 26 He was aware of what her response would have been when she was well, but was uncertain whether he should advocate on her behalf on the basis of this knowledge. This illustrates the importance of questioning whether the absence of a negative response necessarily means acceptance.
Other data gained from the research underpinning this article showed that practitioners often viewed carers as a resource. This could result in effective collaboration where there was an open relationship in which all those involved could be candid about how care was working for them. But there were also cases where lay carers were used by practitioners to 'monitor' the care receiver. In the worst cases, practitioners then took this information and made judgements about the ability of the carer to provide care, and whether the person with dementia should be removed from them because they were unable to provide good enough care. Practitioners were not upfront and open with carers and people with dementia about this, neither did they discuss their concerns about carers' ability to care. Instead, practitioners directed care conversations towards the need for residential care, and whether the time for admission was approaching.
There were some examples of practitioners failing to understand or to accept others' experience of care when this was negative. Ernie was involved in the study of community psychiatric nurses and social workers. 25 When his family were no longer able to look after him at home he was placed in a residential home, where he was unhappy, but despite his pleas to return home the placement was confirmed. In order to provide ethical care it is necessary that, despite the disabilities experienced by people with dementia, practitioners respond to negative reactions and revise interventions as needed.
Conclusion
In her exploration of dependency relationships, Kittay 23 argues that the myth of independence is damaging to the pursuit of political and social practices that embody an understanding of inequality, but which are also compatible with the demands of fairness and connection. She highlights the importance of considering the circumstances of those who are most dependent, and of those who care for them, in order to explore the way in which social responsibility is exercised, arguing that starting from assumptions of equality will not lead to policies and practices that will meet the requirements of 'justice for all' (p. xiii). 23 Ethical principles, codes of conduct and professional guidance may be designed to ensure procedural rights are respected, but are insufficient for bringing about good care. When paid carers refer to these protocols as the basis of their practice, lay carers often perceive that the practitioners do not care and that care does not influence how they practice. However, practitioners often do build relationships and create and sustain dialogues with people with dementia and their carers. Such practices are essential to the relational ethics necessary to ensure justice in situations of vulnerability.
Solutions are less likely to be acceptable when they are sought in times of great stress, such as during a crisis. Crisis intervention often means drastic change, such as detention in a nursing home with no right to appeal, and dissatisfaction is viewed as unavoidable rather than an indication of unsuitable care. An ethic of care calls our attention to the response of people in such situations and the need to ensure that their voices are not silenced.
The different professions involved in caring for older people emphasize aspects of the dialogic and relational approaches valued in an ethic of care, such as the privileged nurse-patient relationship or the social networks of the care receivers. An ethic of care creates opportunities for professionals to talk to each other and to users and carers in a language that is not defined by a particular professional perspective, and which reflects lay meanings and concerns. These opportunities create a space for cultural understanding between practitioners and families.
Relational and dialogic care enables reflectivity and interpretation to inform future care. The challenge of providing suitable care to people with dementia and others with communicative and cognitive difficulties is dependent on working out what may and may not be acceptable. Lay carers often hold the key to this understanding as they will know why a person with dementia reacts in a certain way. Using this knowledge opens up a chance for building further trust between practitioners and carers and a greater opportunity to provide better care.
Practitioners who respond to the clues that lay carers and people with dementia provide help to sustain caregiving relationships. Practitioners demonstrate their attentiveness, and people with dementia and carers recognize that the practitioners are listening and care about their lived experiences. Relational and dialogic care is also possible with people with dementia who do not have carers. Although this highly skilled work is best undertaken by very experienced practitioners so that people with dementia are able to develop a 'feel' for them, practitioners can base assessment and decision making about care on information and understanding gathered through co-constructed serial interviews with people with dementia. 38 Listening to people, reacting to their needs, meeting those needs and finding out if care is acceptable to them seem to be straightforward facets of providing care. In the messiness of practice this is more likely to be achievable when care is uncomplicated, when people with dementia and their carers accept practitioners' decisions and go along with them. Practitioners deserve to be better equipped to respond to, negotiate with and provide care where it is needed without muddling through or withdrawing emotionally and leaving people with dementia and their carers in untenable circumstances. 39 Our argument is that ethical practice and social justice cannot be achieved on the basis of a series of moral principles. Nor is an exclusively rights-based approach adequate to ensure justice when people occupy very different positions in terms of their needs for help. Instead, this requires the application of relational models of care ethics through narrative-based approaches to practice. Using an ethic of care as a shared value base would enable different disciplines to communicate more effectively about the ethics of decision making, creating more open dialogue between service providers, and between service providers, older people and their lay carers. This in turn can enable socially just practice that does not foster competitiveness between attention to the rights of people with dementia and their carers.
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